Introduction
============

In 2007 22.5 million people with HIV infection lived in sub-Saharan Africa, 1.7 million adults and children became infected with HIV, and 1.6 million people died of AIDS.[@ref1] Provision of antiretroviral therapy has expanded dramatically in the region, but the scale of need means that only 23% of the estimated 4.6 million people in need of such treatment in this region are receiving it.[@ref2] Access to antiretroviral therapy is crucial to prolong life, but patients on antiretroviral therapy also need palliative care.[@ref3] [@ref4] [@ref5] [@ref6] These needs relate to side effects of treatment, underlying infection, and the impact of living with the diagnosis.[@ref7]

In addition to the rising burden of HIV, cancer and other non-communicable diseases are becoming urgent public health concerns in Africa. In a recent review, Parkin et al report that approximately one in five deaths in sub-Saharan Africa are due to cancer; in women, the lifetime risk of dying from cancer in Africa is almost double the risk in developed countries.[@ref8] The number of people in Africa aged over 60 is projected to quadruple by 2050. As the population ages, the lifetime risk of cancer is expected to increase by 50-60% and the annual number of cases to rise from 650 000 to 2.2 million.[@ref8]

Palliative care is therefore an essential component of public health services in sub-Saharan Africa, but current provision in the region is patchy and coverage is poor.[@ref6] [@ref9] Successful models of community based and home based palliative care in the region have been described, but so have considerable challenges,[@ref6] including lack of access to essential drugs, poor social conditions, criminality and urban violence, high morbidity and mortality in health workers, and a lack of trained professionals.[@ref10] [@ref11] [@ref12] [@ref13]

Despite the difficulties of this context, Uganda and South Africa are internationally recognised to have made sustained and important gains in the provision of palliative care, largely through community based hospices and home based palliative care services. Uganda is the only country in Africa to have made palliative care for people with HIV and cancer a priority in its national health plan (2001-5).[@ref14] Oral morphine is freely available in districts with specialist palliative care clinicians, and nurse prescribing is legislated,[@ref15] although problems with roll-out of morphine have been documented.[@ref16] In South Africa, progress has involved the inclusion of morphine as an essential drug in primary care, with national standards for management of cancer pain.[@ref17] [@ref18] The first palliative care services were hospices founded in the 1980s along UK lines;[@ref17] however, palliative care is now provided through hospitals and home care providers across the country. South Coast Hospice (one of our participating facilities) has pioneered the successful integrated community based home care model, and a national network of hospices operates according to accredited standards.

Meeting the information needs of patients with progressive, life limiting conditions and their families, in a timely and appropriate way, is a key concern of palliative care. A large body of evidence from resource rich countries shows that lack of information on the causes, symptoms, treatment, and progression of disease adversely affects patients' and caregivers' abilities to cope with and manage serious illness and that good communication improves outcomes.[@ref19] [@ref20] [@ref21] [@ref22] However, to date very little research has been done in this area in Africa,[@ref6] [@ref23] and the extent to which findings from the developed world are applicable in the African context is not clear. Illiteracy, poverty, and multiple deaths from AIDS within the same family are common in sub-Saharan Africa and likely to affect patients' and caregivers' needs.[@ref24] [@ref25]

Although few studies have looked at specific palliative care needs in Africa, some exceptions exist. For example, Murray et al did a qualitative study of 24 patients with incurable cancer and their caregivers in Kenya and identified needs including pain control and help with finances.[@ref26] [@ref27] Similarly, in a Ugandan survey of 173 terminally ill patients, Kikule et al identified needs for pain and symptom control, counselling, and financial support.[@ref28] However, little has been done to understand patients' and caregivers' needs for information. Consequently, evidence is lacking on how best to meet such needs at a health service level. Access to reliable information and advice through such services is essential for patients and families living with incurable progressive disease to make informed decisions and plan for the future.

This qualitative study aimed to explore the information needs of patients and caregivers attending palliative care services in South Africa and Uganda, identify the areas in which patients and caregivers consider that they need more information, and understand their past experiences of communicating with healthcare staff. By generating the first body of evidence on this key component of palliative care in Africa, we aimed to inform service development and clinical practice.

Methods
=======

Design and setting
------------------

The study reported here is the qualitative component of a large, 30 month collaborative study (the Encompass project). The qualitative method used data from semistructured qualitative interviews with patients and caregivers enrolled at four non-profit palliative care services in South Africa and one in Uganda. Qualitative methods are most appropriate in exploratory, in-depth research of this nature.[@ref29] We selected the participating sites as established palliative care services able to support research and fulfil recruitment criteria for the study and representing a diverse range of service types (home based care and inpatient units). Table 1[](#tbl1){ref-type="table"} shows further details on the services.

###### 

 Description of services and number of participants recruited, by site

  Site   Area served                             Service type                                                                                                             Source of most of funding                                                                             No of patients cared for (2007-8)   Type of patients cared for                                               Patients recruited (n=90)   Family carers recruited (n=38)   Total (n=128)
  ------ --------------------------------------- ------------------------------------------------------------------------------------------------------------------------ ----------------------------------------------------------------------------------------------------- ----------------------------------- ------------------------------------------------------------------------ --------------------------- -------------------------------- ---------------
  A      Urban                                   Homecare, day care, outpatient clinic, hospital consultancy, and outreach to healthcare clinics through three branches   Local, national, and international donors                                                             2396                                Patients with advanced cancer or advanced HIV                            20                          10                               30
  B      Urban township                          Four sister hospices, all offering short term (2-3 week) inpatient care; two also offer home care                        Local, national, international donors                                                                 1607                                Patients with HIV, cancer, or other progressive incurable conditions     20                          3                                23
  C      Urban township                          Homecare, outpatient clinic, and inpatient unit attached to hospital                                                     Government and international donors                                                                   1818                                Patients with cancer, HIV, or MND, from diagnosis until point of death   12                          3                                15
  D      Rural                                   Homecare and inpatient unit close to hospital                                                                            Global Fund for AIDS, Tuberculosis and Malaria                                                        847                                 Patients with HIV, from diagnosis until point of death                   18                          12                               30
  E      Rural, peri-urban, and urban township   Homecare, day care, and inpatient unit                                                                                   Local, national, and international donors, including Global Fund for AIDS, Tuberculosis and Malaria   1290                                Patients with cancer, HIV, or MND, from diagnosis until point of death   20                          10                               30

MND=motor neurone disease.

Recruitment and sampling
------------------------

Recruitment took place at the five participating palliative care sites. A trained palliative care research nurse was based at each site (GA, TM, KM, and two others). At each service, either clinical staff or the study research nurse approached eligible patients and caregivers, either on home visits or in the ward. Site A also recruited existing patients by telephone.

We generated a purposive sample of patients and caregivers over a period of 10 weeks to a maximum target of 20 patients and 10 caregivers at each site. On the basis of the researchers' previous experience and the literature,[@ref30] [@ref31] we estimated that recruitment of 15-20 patients at each site would achieve data saturation when data from each site were analysed separately. We set a target of seven to 10 caregivers per site because of time constraints and the anticipated difficulty of accessing caregivers at some home based care services. This gave a target sample of 75-100 patients and 35-50 caregivers overall.

We included participants if they were adult (at least 18 years old) patients or family caregivers, able to give informed consent, judged to be physically and mentally well enough to participate by their clinical staff, and able to speak either English or one of six local languages fluently (isiXhosa, isiZulu (Gauteng and KwaZulu Natal dialects), SeSotho, SeTswana, Luganda, and Runyoro). The purposive sampling frame took account of place of care (community/inpatient/outpatient), age, sex, location, and ethnic group, in order to reflect the diversity of possible experiences.

Information sheets were translated from English (see data collection) into appropriate local languages. Participants gave written informed consent before the interview; illiterate participants had the information sheet and consent form read to them and marked rather than signed their consent.[@ref32] [@ref33]

Data collection
---------------

We drafted semistructured topic guides for face to face interviews with patients and caregivers (box 1). The participating sites translated topic guides, information sheets, and consent forms from English into local languages (isiXhosa, isiZulu (Gauteng and KwaZulu Natal dialects), SeSotho, SeTswana, Luganda and Runyoro); staff fluent in both English and the relevant local language crosschecked them. The University of KwaZulu Natal did the KwaZulu Natal isiZulu translation and the University of Cape Town did the isiXhosa translation.

### Box 1 Schedules for semi-structured interviews with patients and caregivers

#### Interview schedule---patients

-   Please tell me about when you first became ill

-   What problems have you had due to your illness? Prompts:

    1.  Physical pain and symptoms

    2.  Emotional/worry/psychological/spiritual

    3.  Economic/social

-   Do you have any family around you? Do any of them look after you?

-   Are there any other people whom you look after?

-   Do you think your family have had any worries? If yes, what are they?

-   Where have you got your information from about your illness? Has it been enough? What would you like more information about, if anything?

-   Have you been able to find peace during your illness? If yes, how?

-   Do you have a religion or God that you believe in? If yes, has anyone helped you in thinking about your God or your religion?

-   Do you feel that you need to make any plans for your future or for your family? If yes, what plans?

#### Interview schedule---family caregivers

-   Please tell me about when the patient first became ill

-   What problems have you had due to their illness? Prompts:

    1.  Emotional/worry/psychological/spiritual

    2.  Economic/social

    3.  Family problems---for example, care of children

-   Are there any other people whom you look after?

-   Does anyone care for you and give you support? If yes, who?

-   Do you think your family have had any worries? If yes, what are they?

-   Where have you got your information from about the illness? Has it been enough? What would you like more information about, if anything?

-   Do you feel that you need to make any plans for the future for you or your family? If yes, what plans?

The research nurse based at each site did the interviews, either in the participant's home or at the site during a routine outpatient visit or inpatient admission. At site A, two trained local interviewers assisted the research nurse, owing to the long distances between the catchment areas of the service's satellite clinics. At site E, one trained local interviewer assisted, as the research nurse did not speak isiZulu. Interviews took place in the language chosen by the participant and lasted 20-60 minutes.

We also collected demographic data for both patients and caregivers. In line with international guidelines, we defined a diagnosis of AIDS as the presence of a CD4 cell count below 200 cells/µl or an AIDS defining illness such as extrapulmonary tuberculosis. We used the Eastern Cooperative Oncology Group (ECOG) performance status to measure patients' functional status.[@ref34]

Analysis
--------

The research nurses tape recorded the interviews, transcribed them verbatim, and translated them into English. They discussed the translation of complex terms or phrases with service staff members and the principal investigators at each site, who also peer reviewed the transcripts to check the accuracy of translations. Transcripts were imported into NVivo v7 for content analysis of themes.[@ref35]

LS coded each transcript line by line, creating a coding frame of themes generated directly from the data and organised according to specific research questions. Through a constant comparison approach to analysis, sub-themes were generated and deviant cases highlighted within each theme, in order to describe the breadth of the data.[@ref36] To increase the validity of findings, a second researcher (RH) reviewed a random sample of five transcripts from each service to ensure the internal consistency and independence of themes and to ascertain inter-rater coding reliability.[@ref35] Inter-rater coding reliability was high; LS identified only minor inconsistencies in coding and resolved them iteratively by reference to the coding frame and in discussion with RH.[@ref37] To ensure open discussion of data collection and analysis throughout the project, the project team had monthly conference calls and attended three face to face meetings a year in South Africa. At the project meetings, held at key points during the analysis process, we presented preliminary findings to the local project team for discussion. We later incorporated feedback into data analysis to improve the validity of the findings. We analysed demographic data by using frequencies in SPSS v15 and imported them into NVivo v7.

Results
=======

Sample characteristics
----------------------

We recruited 128 participants across the five sites (90 patients, 38 caregivers) (table 1[](#tbl1){ref-type="table"}). Interviews took place in isiZulu (n=55), English (34), isiXhosa (13), Luganda (13), Runyoro (6), SeSotho (6), and SeTswana (1). All interviewers and participants were fluent in the language in which the interview was done.

Table 2[](#tbl2){ref-type="table"} shows demographic data for patients and carers recruited across the participating sites. Across the sample, 27 participants were from an urban location, 36 in a peri-urban location, and 65 in a rural location. This reflects both the diverse areas served by the facilities (table 1[](#tbl1){ref-type="table"}) and the fact that many patients were either inpatients or living away from home. Table 3[](#tbl3){ref-type="table"} gives a detailed breakdown of participants' characteristics by site.

###### 

  Characteristics of sample across sites. Values are numbers (percentage) unless stated otherwise

  Demographic characteristic          Patients (n=90)      Carers (n=38)
  ----------------------------------- -------------------- ----------------------
  Mean (SD; range) age (years)        43.2 (15.4; 18-84)   44.8 (17.5; 19-77)\*
  Female                              58 (64)              32 (84)\*
  Responsible for children?                                
   Yes                                68 (76)              30 (79)\*
   Mean (SD; range) No of children    2.8 (1.8; 1-9)       3.1 (1.6; 1-8)
  Mean (SD; range) household size     5.2 (5.0; 1-20)†     7.1 (3.5; 2-20)\*
  Location of home:                                        
   Urban                              23 (26)              4 (11)
   Peri-urban                         26 (29)              10 (26)
   Rural                              41 (46)              24 (63)
  Primary diagnosis:                                       
   Motor neurone disease              1 (1)                NA
   Cancer only                        28 (31)              
   HIV                                61 (68)              
  Of HIV positive patients:                                
   On antiretroviral therapy          39 (64)              NA
   Previous AIDS diagnosis            54 (89)              
   Dual HIV-cancer diagnosis          6 (10)               
  ECOG functional status:                                  
   Fully active                       10 (11)              NA
   Restricted                         24 (27)              
   Ambulatory                         17 (19)              
   Limited self care                  25 (28)              
   Completely disabled                14 (16)              
  Primary place of palliative care:                        
   Home                               56 (62)              NA
   Inpatient unit                     27 (30)              
   Outpatient clinic                  3 (3)                
   Day care                           4 (4)                
  Weeks under palliative care                              
   Mean (SD)                          51.4 (85.2)†         NA
   Median (range)                     15.0 (0-427)         

ECOG=Eastern Cooperative Oncology Group; NA=not applicable.

\*Three missing.

†One missing.

###### 

 Breakdown of characteristics of sample by site. Values are numbers (percentages) unless stated otherwise

  Demographic characteristic          Site A               Site B               Site C               Site D               Site E                                                                                                  
  ----------------------------------- -------------------- -------------------- -------------------- -------------------- ------------------- -------------------- ------------------- --------------------- -------------------- --------------------
  Mean (SD; range) age (years)        43.1 (12.5; 21-70)   41.8 (18.6; 19-77)   46.3 (17.4; 19-75)   45.3 (23.3; 29-72)   35.0 (7.6; 21-49)   40.3 (15.0; 26-56)   35.4 (9.9; 20-57)   33.6 (8.2; 25-46)\*   52.0 (18.4; 18-84)   59.2 (14.5; 35-74)
  Female                              15 (75)              8 (80)               11 (55)              3 (100)              10 (83)             2 (67)               10 (56)             9 (75)\*              12 (60)              10 (100)
  Responsible for children?                                                                                                                                                                                                       
   Yes                                18 (90)              9 (90)               18 (90)              3 (100)              9 (75)              2 (67)               15 (83)             9 (75.0)\*            8 (40)               7 (70)
   Mean (SD; range) No of children    3.6 (2.0; 1-9)       3.7 (2.2; 1-8)       2.7 (1.8; 1-7)       1.3 (0.6; 1-2)       1.7 (2.0; 1-2)      2 (0; 2)             2.5 (1.8; 1-8)      3.1 (0.8;2-4)\*       3.3 (1.5;1-6)        3.3 (1.6; 1-6)
  Mean (SD; range) household size     6.9 (4.1; 2-20)      8.7 (5.3; 2-20)      4.32 (4.0; 1-10)†    6 (2.6; 4-9)         4.8 (1.7; 2-8)      6 (2.0; 4-8)         6.3 (2.20; 4-13)    7.9 (7.0; 6-14)\*     3.7 (2.2; 1-9)       5.3 (2.0; 2-9)
  Location of home:                                                                                                                                                                                                               
   Urban                              0                    0                    0                    0                    12 (100)            3 (100)              0                   0                     11 (55)              1 (10)
   Peri-urban                         11 (55)              7 (70)               14 (70)              2 (67)               0                   0                    0                   0                     1 (5)                1 (10)
   Rural                              9 (45)               3 (30)               6 (30)               1 (33)               0                   0                    18 (100)            12 (100)              8 (40)               8 (80)
  Primary diagnosis:                                                                                                                                                                                                              
   MND                                0                    NA                   1 (5)                NA                   0                   NA                   0                   NA                    0                    NA
   Cancer only                        6 (30)               8 (40)               2 (17)               0                    12 (60)                                                                                                 
   HIV                                14 (70)              11 (55)              10 (83)              18 (100)             8 (40)                                                                                                  
  Of HIV positive patients:                                                                                                                                                                                                       
   On antiretroviral therapy          8 (57)               NA                   8 (73)               NA                   7 (70)              NA                   15 (83)             NA                    1 (13)               NA
   Previous AIDS diagnosis            11 (79)              11 (100)             10 (100)             17 (94)              5 (63)                                                                                                  
   Dual HIV-cancer diagnosis          3 (21)               0                    1 (10)               1 (6)                1 (13)                                                                                                  
  ECOG functional status:                                                                                                                                                                                                         
   Fully active                       1 (5)                NA                   0                    NA                   1 (8)               NA                   2 (11)              NA                    6 (30)               NA
   Restricted                         10 (50)              0                    4 (33)               0                    10 (50)                                                                                                 
   Ambulatory                         0                    12 (60)              3 (25)               0                    2 (10)                                                                                                  
   Limited self care                  5 (25)               6 (30)               2 (17)               12 (67)              0                                                                                                       
   Completely disabled                4 (20)               2 (10)               2 (17)               4 (22)               2 (10)                                                                                                  
  Primary place of palliative care:                                                                                                                                                                                               
   Home                               16 (80)              NA                   5 (25)               NA                   12 (100)            NA                   7 (39)              NA                    16 (80)              NA
   Inpatient unit                     1 (5)                14 (70)              0                    11 (61)              1 (5)                                                                                                   
   Outpatient clinic                  3 (15)               0                    0                    0                    0                                                                                                       
   Day care                           0                    1 (5)                0                    0                    3 (15)                                                                                                  
  Weeks under palliative care:                                                                                                                                                                                                    
   Mean (SD)                          60.7 (69.8)†         NA                   19.3 (35.4)          NA                   47.0 (43.3)         NA                   4.0 (7.3)           NA                    120.2 (135.4)        NA
   Median (range)                     29.0 (3-264)†        2.0 (1-140)          29.0 (3-104)         0.50 (0-28)          46.5 (3-427)                                                                                            

ART=antiretroviral therapy; ECOG=Eastern Cooperative Oncology Group; MND=motor neurone disease; NA=not applicable.

\*Three missing.

†One missing.

Qualitative findings
--------------------

We coded qualitative interview data under 10 main themes: disease history, physical symptoms and treatment, psychology, spirituality and religion, death and dying, socioeconomic problems, family, friends and community, healthcare services, and communication and information. Communication and information represented a central theme, referred to by 85 out of 90 patients in 143 passages of text (31 out of 38 carers referred to the theme in 35 passages). We broke down the wealth of data under this theme into the following sub-themes: sources of information, information needs, impact of unmet information needs, communication with general healthcare staff, and barriers to effective provision of information. We present the findings under these headings.

We have used some numerical counting in reporting findings, to help to describe the prevalence of particular experiences and views within the sample interviewed.[@ref38] [@ref39] As this is a qualitative study using purposive sampling, the use of numbers should not be taken to imply statistical representation of the population under consideration. Instead, we aim to represent the range and diversity of experiences and views. In rigorous qualitative research it is this range and diversity that can be inferred to the parent population, rather than the proportions found within the sample.

All the data reported have been anonymised. Identification codes quoted represent the site (A-E) and numerical code for the participant; carers' codes have the suffix "C". We specify the site when we report a finding particular to that site or make comparisons between sites.

### Sources of information

Patients and caregivers reported a wide range of sources of information about the disease and its management. Healthcare providers (hospital, antiretroviral therapy clinic, family planning clinic, and palliative care team) were a key source of information, reported by 30 patients and 12 carers. Non-governmental organisations such as support groups also played an important role for some patients, and the media was also mentioned as a source of information, particularly by carers. Both patients and carers also talked about receiving information and support from friends, neighbours, and family members. At site E, patients reported receiving information and support from peers with the same condition, as well as from their church minister.

Such resourcefulness in accessing information was often necessitated by a lack of sufficient information from their healthcare services. For example, an AIDS patient stated, "No, they \[general healthcare staff\] never explained what HIV was all about. The little information I had is what I gathered from my community and the media" (B037). Similarly, a cancer patient reported, "Sometimes you get a decent guy \[hospital clinician\], but then he's so stressed out that he hasn't got time to talk to you. Our knowledge of cancer was zero and we got most of our information through our daughter helping us out and through the internet" (E017). The patient's wife, his primary caregiver, reiterated in her interview, "There was very little, we had to learn so much ourselves, we've had to read up on it. My daughter got printouts off the internet, the computer, and also from books" (E017C).

Participants clearly recognised that healthcare staff needed to provide more information. This is illustrated by a cancer patient who said, "Yes, I definitely think they \[general healthcare staff\] should give out more, especially to someone who's just been diagnosed, for them to know exactly what they're going through, to be able to speak to the doctors and . . . ask what's wrong and what stage it was at" (E007). However, one patient stated that she wanted to know as little as possible:

Interviewer: "Is there anything else you would like more information about?"

Respondent: "Uh, uh! The less I know the better!" (E012, cancer patient).

Where palliative care services had actively provided information and support, respondents expressed gratitude. For example, the mother of an AIDS patient said, "The information that you gave us, and the help you gave us, made my son get well. Oh, I love you, my children. If I see you coming up there on the road I just feel so happy" (E016C).

### Information needs

Patients and caregivers were asked if they would like additional information on any subjects. Nineteen patients and two carers reported that they did not need any additional information; however, 12 of these patients (10 from site D and two from site B) were not probed further for any unanswered questions (see "Barriers to effective information provision" for the significance of this). Box 2 summarises patients' needs for information. At site A, seven patients also wanted to know whether their disease could be cured, suggesting lack of insight.

#### Box 2 Information needs of patients: important topics

##### Causes and symptoms (n=29)

1.  "I wanted to know that for me to get this disease and suffer from it . . . what wasn't right inside my body?" (C065, cancer patient)

2.  "What I know is not enough . . . I would like to know all about cancer and its limitations" (A023, cancer patient)

3.  "They have not explained why my legs are so weak and painful, but in hospital they told me I am HIV positive . . . I don't think \[the information\] is enough, I still need to know what is wrong with my legs" (B012, AIDS patient)

4.  "I do have other things I would like to know, like getting a baby when you are HIV positive" (B035, AIDS patient)

##### Progression, treatment, and management of disease (n=22)

1.  "I would want to know maybe the first stage we are going to give this \[and\] then we shall review A, B, C, D . . . I need to know how many stages I am going to go through . . . That information should be there" (A027, cancer patient)

2.  "I would like to know for how long will I be taking these antiretrovirals, whether it will be for the rest of my life" (D070, AIDS patient)

3.  "I would like to know more about it---what can I do so that I can become better? What can I use to make my life easier?" (E041, AIDS patient)

##### Financial and social support (n=9)

1.  "I also would like to know if the help got from \[X\] hospice will continue or after some time it will be stopped. Because I would need assistance like food, finance, building a house to help my children in future" (A024, patient with AIDS and cancer)

##### Supporting others (n=2)

1.  "Yes, there is something I would like to know: as I am HIV positive, how can I help the others that are HIV positive too?" (E068, AIDS patient)

Across the sites, the topic on which caregivers most often reported needing more information was the patient's disease and its progression. For example, the caregiver of a patient with cancer and AIDS stated, "They say about the CD4 count that when they decrease her life is in trouble. So I need to know her position now. Because they said the medication she is taking is for tuberculosis, yet for me I thought she started straight forward taking the antiretrovirals" (A030C). Other information needs of caregivers concerned symptoms and their management and financial and social support.

Nine patients and three caregivers reported not knowing which questions to ask staff or said that they were unable to judge if they had been given enough information. A patient with motor neurone disease exemplifies this: "They told me about my illness, though I don't know whether it was enough, as I am not familiar with the disease" (B014). This highlights patients' and caregivers' reliance on healthcare staff to start and guide conversations and to share information, although staff members do not always fulfil this expectation (see "Communication with general healthcare staff").

### Impact of unmet information needs

Although participants were not asked specifically how their need for more information affected their lives, several interviews showed that being uninformed contributed to patients' and carers' worry. Patients described the impact on their ability to plan for the future, for example: "Knowing medication is important . . . because it is costly to get medicine, so you need to plan for it way ahead" (A027, cancer patient). Carers also expressed concerns caused by their lack of information---for example, a carer of a patient with AIDS and tuberculosis stated, "Even me, I'm coughing and coughing, I don't know what's going on and I'm getting worried" (E069C).

A lack of information seemed to reduce patients' ability to care for themselves, whereas being fully informed helped them to manage their conditions better, as reported by an HIV positive patient: "Yes, I was told everything at the clinic about HIV and AIDS, and I think I have used that to my advantage, because here I am now, still alive and getting stronger" (B036). Similarly, unmet needs for information affected the quality of care that some family members were able to provide, as exemplified by the carer of a patient with AIDS: "It is not enough information, because there are things that you would like to ask or to know and I'm not sure where to get the information. The clinics are very busy and don't have the time for the questions. I wish I could get the information, because one day she is going to be very sick and I won't know how to look after her" (E068C).

Conversely, being well informed seemed to have a beneficial impact on some patients' ability to cope. A patient with colon cancer, for example, described how being informed contributed to a sense of inner peace.

Interviewer: "Have you been able to find peace during your illness?"

Respondent: "Yes I did have peace."

I: "How?"

R: "When they have explained about everything" (C065).

Another patient reported how access to information and open communication had helped her family to deal with the condition: "We discuss it, we talk about it. We are reading books about it. It has helped us" (E003, patient with ovarian and breast cancer).

### Communication with general healthcare staff

Respondents reported both positive and negative experiences of communication with general healthcare staff encountered in hospitals and clinics. Poor communication with generalist staff was a central theme across the sites, as illustrated by a cancer patient at site A: "When I went to \[X hospital\], the problem we have is lack of information . . . you need to go through a proper process of information about what the disease is, the likely treatment, the side effects of that treatment, because there are several of them . . . I mean, \[you need\] that emotional support" (A027). This view was shared by a patient with prostate cancer at site E, who stated, "The information level is shocking, they \[hospital staff\] don't even want to give you PSA \[prostate specific antigen\] results, you know, we're not kids! And they think I don't know what they think---that you're going to die of fright if they tell you" (E017).

Four patients described the trauma of having bad news broken to them insensitively; for example, "I asked them if I was going to die. They told me that I won't die if I take my treatment I will be given. I was shocked and shattered by the news. I cried a lot and pleaded with the doctor to kill me, because I felt I was already dead. I was referred to hospital and I continued with my plea, but a fellow patient who talked me out of that thought helped me" (B011, AIDS patient).

Across the sites, four patients and a caregiver described being misinformed by healthcare staff or test results not being shared with them. Two AIDS patients at site B illustrate this.

Interviewer: "When you started being sick did nobody ever suggest an HIV test?"

Respondent: "No, they never did the test."

I: "How did you know that you had shingles?"

R: "The doctors told me, and they said that was caused by heat and never told me they can also be caused by HIV" (B035).

Interviewer: "Did they ever tell you what you are suffering from?"

Respondent: "No, blood samples were taken for various tests, but I never got the result" (B012).

At site E, four patients described feeling mistreated, objectified, or spoken to without respect while in hospital---for example: "Only the matron was rude. When I was very sick in X \[hospital\] . . . I want\[ed\] water so I pressed the bell. 'Wake up and take the water,' \[the matron said\]. I said, 'I can't wake up.' I tried to wake up but I fell. Then my husband and my sister-in-law, they saw me, then my brother's wife she went into the office and said, 'How come when they ring the bell, they want water, you can't look after the patient? She's on the floor'" (E005, breast cancer patient).

Caregivers across sites discussed feelings of being shut out by "secretive" staff. Three caregivers reported not being told the patient's diagnosis directly, but learning it from the medical notes or from being sent on a course. For example, one caregiver said, "Up until now I don't know what's wrong with her, I'm just presuming . . . because at \[the HIV clinic\] they educated me on HIV and caring for someone who is positive" (E064C).

However, positive experiences of communication with healthcare staff were also reported. A cancer patient described how her doctor helped her to break the diagnosis to her children, and two other patients reported a close relationship with staff. For example, a patient at site E, who was an ex-nurse, said, "Both my oncologists are fantastic. I see both of them, I started with Dr \[X\], and then she has a partner who I see when she's away . . . They both know exactly what's going on. You can ask them anything you like and the sisters there are all oncology trained, fantastic" (E004). The same patient described how open communication about prognosis, future care, and treatment options had helped her to come to terms with her condition: "Dr \[X\], the oncologist at \[X hospital\], told me all the dos and don'ts and said I could think about it . . . The doctor explained a lot, that every day there was something new and they could try all sorts of different things. She said that if I ran out of money she could arrange for me to be seen at the government hospital" (E004).

Similarly, the carer of a patient with HIV described the positive impact of receiving information from a clinician: "He \[the patient\] used to have his own plate, mug and a spoon until I went into \[X\] hospital and spoke with a doctor there. The doctor took me into a small room; it was me and the doctor only. He told me about \[the patient's\] illness and he educated me that we can use the same plate. What I must watch out for is razor blades, enemas, and I must protect my hands if I'm doing the washing or bathing so that I don't catch the virus. When I came back I called the whole family. I told them what the doctor had said to me. Now there is no problem. We use the same dishes, we share everything" (E041C).

### Barriers to effective information provision

Across four of the sites (A, B, C, E), eight patients and five caregivers stated that they had had enough information about their condition but on further probing revealed unanswered questions and unmet needs for information. A 50 year old woman with cancer and AIDS illustrates this tendency.

Interviewer: "Has this information you have got from your doctor, and maybe other people, been enough for you?"

Respondent: "I feel I have got enough information about my illness."

I: "What would you like more information about?"

R: "I need more information about what cancer actually is, if it can be cured, and how soon. I would also like information on any social or financial support I could get either around \[the hospice\] or from organisations" (A024).

This tendency seems to indicate low expectations of health care, which might also be cultural.

Three patients reported confusion or memory loss that made comprehending and retaining information difficult. This may have been as a reaction to receiving bad news or difficult medical information, a manifestation of the disease's symptoms, or a side effect of treatment. For example: "Everything happened so fast that I can't remember everything that I was told . . . I don't remember the information they gave me then, so I don't know if it's been enough" (E062, AIDS patient).

Staff related barriers were also described. A patient and a caregiver from site E reported that general healthcare staff were often too busy or stressed to communicate well: "The clinics are very busy and don't have the time for the questions. I wish I could get the information because one day she is going to be very sick and I won't know how to look after her" (E068C, caregiver of AIDS patient). Three patients found the language used by staff difficult to understand and criticised healthcare staff for adopting a paternalistic approach to provision of information; for example: "They use words that you don't understand and we have to ask, and there are times when they discuss you and your condition with other doctors or other medical doctors, you know, the student ones, while you are there. They discuss the whole thing about you while you just sit there, dumb, looking at them" (E003, cancer patient). Table 4[](#tbl4){ref-type="table"} summarises the barriers to effective provision of information.

###### 

 Barriers to information provision and recommended solutions

  Barriers identified                                                                                                                                                                                                     Recommended solutions
  ----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------- ----------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------------
  *Symptom related*: confusion; memory loss                                                                                                                                                                               Tailor communication to needs and abilities of individual patients and caregivers; check patient's understanding after key discussions
  *Cultural context related*: patients and caregivers not empowered to ask questions; social desirability factors; differences in first language and socioeconomic/cultural background of patients/caregivers and staff   Continuous assessment of information needs throughout disease trajectory; culturally sensitive, proactive provision of information
  *Staff related*: paternalism; lack of time; family members excluded from discussions                                                                                                                                    Education and training for generalists in palliative care communication skills, including breaking bad news and family conferences; record key discussions in patient notes; access to counsellors for referral of patients where necessary; advice and support from palliative care trained staff throughout disease trajectory

Discussion
==========

This is the first study in Africa to try to understand experiences of communication and information giving among patients with incurable progressive disease and their informal caregivers and to identify their unmet needs. Most patients and caregivers lacked information and had unanswered questions about their conditions. This situation seemed to exist in spite of them drawing on a wide range of sources for information. Patients and caregivers often considered general medical services to be inadequate at providing accessible information that met their needs. Although patients and caregivers appreciated efforts made by their palliative care team to provide information, many still had unanswered questions.

Poor knowledge and provision of information adversely affected patients' and caregivers' ability to cope with their situation, directly affecting caregivers' ability to care for patients, as well as patients' ability to care for themselves and plan for the future. For both groups, not having the information they needed was related to anxiety about the disease and the future.

Limitations of study
--------------------

The use of different interviewers at the five participating sites means that data were collected by researchers with varying degrees of experience and with differing backgrounds and interviewing skills, although they all received the same training and support. This resulted in some variability in the depth of the interviews; those from sites A, B, and E were more detailed and probing than those from sites C and D. Variation in quality of data is perhaps an inevitable result of working in resource strained settings where clinical staff trained in research are lacking; the researchers used in this study were the first local palliative care research nurses employed in Africa. However, despite variation in data quality, as our findings show, the interviews as a set are rich enough to provide detailed data on patients' and carers' information needs and experiences of communication across the sites. To fully understand patients' and carers' experiences and needs at sites C and D, more in-depth interviewing would be needed.

Owing to resource constraints, translation of the transcripts was done only once, with no back translation. However, translations were peer reviewed by service staff and translation of complex terms or phrases was debated until consensus was reached. We aimed in this way to minimise the loss of "rich" language (for example, idiomatic meanings).

The lead data analyst (LS) is European and has not lived in Africa, which could potentially lead to aspects of the data being misunderstood. As described, we minimised this by regular consultation with the local African project team members throughout data collection, analysis, and dissemination.

Data were collected in a complex context of diverse cultures and languages. Differences in the socioeconomic, ethnic, and cultural backgrounds of interviewers and interviewees were inevitable and may have affected the responses given. However, "matching" interviewer and interviewee is not always practical or even possible in settings with multiple tribes and languages and does not necessarily deliver better results.[@ref40] [@ref41]

Finally, within the sub-Saharan African population, the participants in this study are a relatively unusual group in that all were receiving palliative care. Most people dying with advanced illness in South Africa and Uganda, and indeed in the rest of sub-Saharan Africa, may have even less access to information and care than this sample.

Implications for clinicians and policy makers
---------------------------------------------

This is the first study to show that unmet needs for information about symptoms and their management, and about the causes, progression, and treatment of disease, are common among patients receiving palliative care and their caregivers in sub-Saharan Africa. As in other, non-African studies, participants were found to rely on healthcare providers as a major source of information on the management of their symptoms,[@ref42] [@ref43] but this information was not always forthcoming.

Our findings have direct relevance for service provision and development in sub-Saharan Africa, summarised in table 4[](#tbl4){ref-type="table"}. On the basis of the barriers identified in the data, we make the following recommendations.

### Education, training, and support

All clinical staff should receive generalist training in palliative care skills, including communication and basic counselling. In this study, experiences of poor communication and a lack of counselling were considerable and detrimental. Patients and caregivers experience high levels of worry and fear, so access to staff with counselling skills is imperative throughout the disease trajectory.[@ref44] Joint working or liaison with professionals trained in palliative care is also recommended to ensure that general healthcare staff receive the support they need in complex cases.

### Information provision

*Tailored to the individual*---Our findings show that specific needs for information vary between individual people, who may rely on healthcare professionals for information on a range of topics depending on their changing needs and preferences. Communication should therefore be individually tailored according to needs, preferences, and abilities, assessed repeatedly at key points in the disease trajectory.[@ref20] Information should be expressed in lay terms and take into account the psychological impact of receiving difficult news, as well as symptoms such as memory loss, also reported in other studies.[@ref45] Evidence from other studies suggests that tailored information is recalled better than more general information,[@ref46] and question prompt sheets and audio recordings of consultations also improve recall.[@ref47] However, in communities with high levels of illiteracy, pictorial educational materials and face to face teaching may be more economical and effective.[@ref48]

*Reflexive and proactive*---Participants in this study showed a tendency to say that they had all the information they needed but on further probing reveal important unanswered questions. Low expectations and social desirability seem to play a role here; some service users feel that they should seem grateful for the care they receive, even when their needs are not being met. For this reason, staff members need to be aware of, and take into consideration, how differences in cultural norms and perceptions of social power may affect their relationships with patients and caregivers.[@ref49] To avoid needs for information going undetected, we recommend that healthcare staff should question patients and caregivers proactively about their information needs and check their understanding.[@ref50]

*Open and honest*---Communication with patients and caregivers should be open and honest, in line with our findings on patients' and carers' preferences and the negative impact of unmet information needs. A recent international systematic review found that hiding or distorting the truth does not engender hope but may instead increase patients' fear, although no studies from developing country settings were identified.[@ref51] As in our study, the minority of patients may prefer non-disclosure and find hope in avoiding the facts. In this case their autonomy should be respected, but their preferences should be assessed and re-negotiated throughout the disease trajectory.

*Documented*---Barriers to good communication with patients and carers identified from our findings include time pressures on staff and working in an understaffed environment. To ensure effective multidisciplinary care in resource stretched conditions, records should be kept of discussions between healthcare staff and patients about diagnosis, prognosis, treatment, and end of life decisions, and all relevant staff should have access to these.[@ref52]

*For both patient and caregiver*---Many carers in this study had unanswered questions about the patient's disease and related subjects and were negatively affected by unmet needs for information. The data show that some carers are excluded from discussions with healthcare staff about the patient's disease and treatment and that carers play a key role as information providers to the rest of the family and larger community. Services must therefore work closely with families and volunteer caregivers in the community, empowering them to provide the care the patient needs, including sensitive and accurate communication.[@ref53] Family conferences may help to ensure that family members' information needs are met and that family members provide reliable information to others.

Future research
---------------

Communication and provision of information is one of many elements in the care of patients with incurable progressive disease and their families that needs further research in Africa. To expand, clarify, and potentially confirm our findings, research is required to explore patients' and caregivers' communication needs in more depth and in a wider variety of settings. Research is required into the needs of general healthcare staff and specialist palliative care staff for training and support to inform the development of health services in sub-Saharan Africa. Given the diversity of spoken languages and high levels of health illiteracy in the region, novel, non-written methods of providing information need to be developed and validated for these settings.[@ref54] Quantitative studies are also required to identify variables that predict specific information needs. A recent international systematic review found no research papers on this topic from Africa.[@ref20]

In developed countries, a strong focus on fostering best practice in communication and provision of information has existed, in order to meet the needs of patients and caregivers and increase quality of care. In countries with limited resources, which often bear a greater disease burden, good quality palliative care is urgently needed, and the same focus is also essential.

### What is already known on this topic

1.  Research from developed countries shows that lack of information on causes, symptoms, treatment, and progression of diseases is associated with poor outcomes in patients and caregivers

2.  Little research has been done on the information needs of patients with incurable progressive disease and their families in sub-Saharan Africa or on their experiences of communication with healthcare staff

3.  Evidence is therefore lacking on how best to meet the information needs of these patients and their families at a service level

### What this study adds

1.  Patients and caregivers receiving palliative care in South Africa and Uganda are often uninformed about the patient's disease and its management, which impairs their ability to cope with the condition and plan for the future

2.  Key areas of information need are causes and symptoms; progression, treatment, and management of disease; and financial and social support
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